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ADRC PET disclosure practices

Obtained from recent CLARiTI disclosure practices survey

Amyloid PET

• 19 sites (53%) currently disclose results
• 11 routinely
• 8 sometimes

• 17 sites (47%) do not disclose results
• Not part of original study design
• Potential harms to participants
• Time/burden on staff or personnel shortage
• Results not clinically actionable or do not meet 

clinical regulations

• 6 sites (17%) currently disclose results
• 4 sometimes
• 2 rarely

• Additional reasons for not disclosing results
• Fewer sites collecting these data
• Concerns about validity of cutoffs and 

meaning of results

Tau PET
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Protocol Adaptions

Best practices for 
providing brief, yet 
effective pre-testing and 
disclosure education?
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Protocol Adaptions

Best practices for communication of result?
• Verbal + written report
• Contextualizing with clinical stage / 

known risk factors
• Visual image?
• Ensuring understanding / teach-back as 

needed
• Q&A
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Protocol Adaptions

How much post-disclosure support is needed? How can 
we create pathways and resources for participants?
• Clinical follow-up – emphasizing limitations of research results and 

considerations for sharing with medical providers
• Mental Health Services 
• Health Behavior/Lifestyle Recommendations
• Advanced Planning Services
• Caregiver Support
• Educational Resources



Clinician / Staff Training

Recommendations from our study clinicians:
• Training on AD, biomarker testing and interpretation
• Hands-on learning and collaboration
• Patient-facing materials to facilitate communication
• Appropriate amount of time for visit

Erickson, et al., 2024. J Prev Alzheimers Dis. 

Coordinator training and effort:
• Informed consent
• Mental health screening
• Pre-disclosure education
• Disclosure visit scheduling
• Post-disclosure wellness check or additional screening /questionnaires



Biomarker result interpretation

Current practice

negative

elevated

Binary amyloid PET Result 
• Elevated (Positive) 
• Not Elevated (Negative) 
• Based on visual read or 

SUVR cutoff

Future developments

More detailed quantitative information
• Centiloid value? 
• High/Intermediate/Low?
• Estimated duration (e.g., chronicity)?

More biomarker tests
• Validation of clinically meaningful 

cutoffs for tau tracers and blood-
based biomarker tests

• Communication of multiple 
biomarker results

• Lack biomarker tests for non-AD 
diseases (e.g., Lewy Body, TDP-43)

• Need more specific risk estimatesChallenge: What exactly do these mean for prognosis or 
treatment? Need more information about how these values 

translate to specific prognostic or treatment recommendations.



External validity – Cultural Considerations

Relationship between social determinants of 
health, health factors, and biomarker test results
• Higher rates of clinical AD but lower rates of 

amyloid positivity in non-White participants (Wilkins 

et al., 2022 JAMA Neurology)

• Ethnoracial differences in plasma biomarkers 
associated with greater medical comorbidities 
(Meeker et al., 2023 A&D)

Cultural factors related to communication of results 
and recommendations
• There is a need for both protocolized disclosure 

AND site-specific cultural adaptation
• Solicit iterative feedback from community partners 

and advisors, as well as past participants, loved 
ones, and clinicians

Lack of representation in 
biomarker validation studies

Non-white populations 
disproportionately 

screened out of trials

Treatments less 
generalizable



External validity – Heterogeneous samples

How do reactions to learning results differ?

Across the clinical 
spectrum?

For those with mental 
health conditions, 

medical comorbidities, or 
psychosocial stressors?

Family members 
or care partners?

Does learning results impact:

• Stigma
• Coping self-efficacy
• Cognitive symptoms/performance
• Future time perspective
• Perceived risk for dementia

• Understanding of diagnosis or prognosis
• Seeking evaluation or treatment
• Health behavior change
• Advanced planning



Available Resources

Webinars
Decision tools
Working groups

Biomarker Disclosure Guidance Document

https://naccdata.org/adrc-resources/best-practices
https://www.adrc.pitt.edu/for-

researchers/biomarker-
disclosure-toolkit/

Pittsburgh ADRC Toolkit

Largent et al., Neurology 2023 article



CLARiTI biomarker disclosure toolkit
53% of sites already disclose amyloid PET results (some routinely, some occasionally)
• If sites already have disclosure processes in place, can continue to use those processes for CLARiTI participants

For sites who do not currently return biomarker results, or want to supplement current processes:

✓ Assessing 

readiness

✓ Conducting 

disclosure visits

✓ Resources for 

next steps

Educational materials

Participant result 
summary report

Forms/Scripts

Staff training 
manual

Consent form language



CLARiTI disclosure toolkit development

Develop and test with pilot sites

Collaborate with Inclusion Core for participant input

Finalize toolkit and disseminate through NACC

Add tau PET disclosure materials once available

Update toolkit materials based on preliminary feedback

*Individual consultation with Disclosure Consultation Team
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